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INTRODUCTION
Gastrostomy is a type of stoma in which occurs the insertion of a tube directly in the stomach, through an opening on the anterior abdominal wall, used to infuse paste and liquid food, besides food formulas to people that cannot contemplate their eating and nutrition by mouth due to diverse causes. In children, it is a concomitant process to treatments of congenital, pathological or traumatic problems, and aims to secure the receiving of good nutrition for an adequate growth and development (1) (2) .
The gastrostomy time of permanence is undetermined in many cases and it can take months or years for its correction, because the base disease -as well as other factors -can influence the reconstruction of the modified area (2) (3) . The device is indicated for patients who use nasogastric tube for more than 30 days, being commonly used in cases of severe anorexia nervosa and in people with prolonged life expectancy (4) .
The presence of a device generates the need of a continuous professional supervision, considered a chronic condition. Chronicity is characterized by the prolonged course, requiring adaptations to limitations imposed to the individual. Besides that, it provokes important transformations of family dynamics, promoting high compromise from family members as well as the patients themselves and the health system (5) (6) . In this conception, in many times, mothers leave the hospital needing to provide complex care to their children, causing big changes in personal and family habits. Despite taking a lot of knowledge and experiences from this process, they still have many questions and fears regarding their competencies to deal with the situation (7) .
The experience of caring for a child with a chronic condition is very hard for the family since the first moment, with the diagnosis. The despair with the lack of control and frustration with the situations create denial, fear and anguish feelings (8) . Slowly, the family starts to have control back, obtaining autonomy to perform the needed care aiming to promote quality of life for the child as well as for the other members of this group (5) . Thus, certain adaptations are needed, availability of financial resources and health assistance for the treatment and to attend possible complications.
In this perspective, parents of children with chronic diseases search for healthcare to obtain knowledge, service efficacy, support and safety transmitted by professionals, to establish a consistent link between the service and patient (5) (6) (7) (8) . The professional who attends this population should be prepared to interact with the family, establishing a collaborative and respective relationship.
Communication and teaching of techniques and care are needed to attend the needs and specificities from each family unit, in order to decrease stress and increase the child's safety and wellbeing.
Few qualitative studies were found in the national and international literature, focused on the experience and feelings from the family that see the need to use a technological device as gastrostomy. Recent research reveals more technical aspects from the procedure, and leaves aside the experience and difficulties faced by the family. However, the study aimed to understand the structure, operation and development of families, identify social support networks in the care for the child and adolescent submitted to gastrostomy, besides, the description of difficulties and facilities faced in this experience.
METHODS
A descriptive study based on qualitative approach, that tries to comprehend values, meanings, opinions and beliefs of individuals, and has as objective to obtain a more deep and subjective understanding of the study object, without paying attention to numerical and statistical measures (9) .
To understand the family structure, operation and development through family ties and social supports, we opted to use the Calgary Family Assessment Model (CFAM) (10) as theoretical reference for this study, which allowed it by using the genogram and the eco-map as instruments for data collection, besides the semistructured interview. (11) .
The eco-map presents the relationship between family and community. It is through this diagram that support networks available for families is represented and evaluated and, in which intensity these supports are used. These networks propitiate the possibility of sharing problems and feelings to families, besides to evidence their socialization and relationships (10) (11) .
The study was conducted in a city in the interior of São Paulo state, in a municipality healthcare service that offers nutritional service to patients using gastrostomy.
This service is entailed to a specialties' center that attends patients through the Unified Healthcare System (SUS).
Participants of this research were families of children and adolescents submitted to gastrostomy, meeting the following inclusion criteria: to be family of a child or adolescent with age between zero and 18 years, in accordance with the definition from the 2 nd Article from the Child and Adolescent Statute (ECA) (12) ; to be an user of the public ambulatory health service from the city where the study was conducted and to live in the city or region served by the service. Accounting that, nine families participated in total.
At the first moment, the study objective was 
RESULTS
From the data collection, we created a chart (Chart 1)
with the profiles of interviewed families in relation to the gastrostomy time of use, central pathology and the interview participants. 
DISCUSSION
The data analyzed in this study helps to comprehend the family experience in the care with children and adolescents submitted to gastrostomy.
The base health problems of children and adolescents were all from neurologic impairment and consequently compromising swallowing and the ability to eat by mouth.
The low weight, undernutrition and aspiration pneumonias, caused by swallowing dysfunction, were the main causes to perform the gastrostomy, agreeing with contributions from another study (14) . Those scenarios request the children to stay hospitalized for long periods, accumulating more concerns to parents. With the gastrostomy device placement, those adversities are reduced at the rate that the need for hospitalizations decreases.
The decision to go on with the gastrostomy to substitute or to complement oral eating can be very hard for parents. At the first moment, most caregivers did not want to accept the procedure, because they believed that besides hurting the child's development and not providing adequate nutrients, it would bring a risk to their lives. A study conducted in Italy revealed that parents feels anguished with the device and refuse it initially (14) .
By these aspects, it is noted that families do not receive sufficient information about how the surgery is performed, the care needed to the child and the risk and benefits of the procedure.
The physical health, the nutritional status and respiratory diseases are considered in the process of parents related to the gastrostomy procedure. The research conducted is similar to the contributions of these studies (15) , because the parents are only convinced to accept the procedure from the explanation provided by the health team, broadening the devices used as well as the improvement in the child's quality of life. Besides that, for patients who used nasogastric tube, gastrostomy was also indicated and accepted promptly. It is worthy to note that the nasogastric tube cannot be used for prolonged time because it causes nose, oropharynx, esophagus and gastric lesions. As consequence, it unfavorably contributes in the clinical evolution if used in long term.
Another study, conducted in Spain, showed that parents interpret gastrostomy as a final step of their child's evolution and for this reason, delay the acceptance of the procedure (16) .
Incentive from friends or people who experienced From this perspective, esthetic sequels from the procedure as well as the base pathology have strong influence in the behavior of family members, as people find it strange, causing feelings of embarrassment (18) .
It was evident the suffering from mothers seeing their child not being able to eat orally, as well as from other family members. This fact is similar to what was found by other authors (1) (2) (3) (4) (5) (6) (7) (8) (9) (10) (11) (12) (13) (14) (15) , in which eating orally is seeing by the family as a pleasurable activity, an important social process that create bonds. Therefore, gastrostomy represents a sign of impairment, a deprivation from eating pleasure and interruption of affection and union that occurs in the interaction mother-child during feeding.
Although not really evident, another mentioned difficulty was financial (19) . The special conditions from those patients require spending with specific materials, as tubes, food formulas, wheelchairs, besides medical assistance. Most caregivers do not have a paid activity, mentioning to be forced to leave their jobs to fully dedicate themselves to the child. Thus, they use benefits from the patient who depends on this technology or from the income of other family members.
Regarding difficulties during the experience with the gastrostomy, many potentialities were mentioned. The main one refers to the practicality and quickness of the food offered in the device, facilitating care promotion for the family and the patient. Thus, with time, it became an easy execution procedure for caregivers, meeting the information found in another study (15) .
Another facility propitiated by the device consists of the reduction of pathological scenarios and hospitalizations, as the ones caused by aspiration pneumonia, for example, previously frequent due to reflux. The tiredness and stress experienced by family members in hospitals, especially caregivers, were avoided, thus increasing their quality of life.
Participants also remembered the weight gain, similar to other study (20) . Gastrostomy allowed those children and adolescents to have a significant increase in weight and adequate nutrition. The food is used better when offered by the device, propitiating better satiety sensation. It also stops the emesis caused by reflux.
Family members mentioned that the gastrostomy brought health improvements as well as development improvements for their child, less frequent visits to doctors and increase in quality of life. It is noteworthy that the comparison with the nasogastric tube was inevitable. Corroborating with a research (21) , nasogastric tube was considered high maintenance, because it is too easy for the child to take it off and its constant obstruction, besides lesions caused by it. Those situations could be avoided with the early use of gastrostomy.
A study (20) demonstrate a significant improvement in weight, feeding time reduction and stress, besides improvements in social functioning after the gastrostomy placement, agreeing with results found in the present research. The cost-benefit of placing the device is effective due to diverse positive aspects on the patient's health, being also a safer method, with low incidence of complications.
The support offered to the family propitiates safety and strength to proceed with care. When there is no support, families search for alternatives, trying to promote the child and adolescent wellbeing. Support can be provided by the nuclear or extended family, religion, health professionals or public and private assistance, for example (19) .
Mostly, the mother was noted as main caregiver (1) .
Generally, she receives help related to diet administration, shower and other cares, besides psychological support from other nuclear family members, as their husbands and other children. As found in research (19) (20) (21) (22) , the abnormality of the child or adolescent is perceived as favoring higher interaction between nuclear family members, narrowing their bonds while facing challenges.
In what concerns the extended family, it was observed the constant presence of the maternal grandmother in the reports, similarly to other studies in the literature (22) . They are the main support to the family when the child is goes home and need care, or even when the main caregiver needs to be absent to solve issues outside the family environment. This generally happens due to the fact of women being more connected to care
and for being someone that mothers trust and feel comfortable with. Other family members helping with care cited were aunts and other grandparents. However, little help from those family members is noted, as they believe that caring is not part of their role. Over time, they get distant and absent. It is emphasized that help and support provided by other family members are extremely important to the nuclear family that is caring for the patient with gastrostomy to face the situation.
Some mothers mentioned that they do not work or abandoned their profession to be exclusively dedicated to their child. Thus, it is inferred a fear to delegate functions to others, believing that the responsibility is their priority.
This fact, associated with little support from other extended family members, can culminate in overload for the nuclear family, causing isolation from family members from social life, especially the motherly figure. Also, it can let the caregiver more vulnerable to tiredness, stress, sadness and depression, in times, evolving to the a break of the family balance (23) (24) . A study conducted in United
States with families with special healthcare needs children, traced the profile of caregivers and found that in general lines, families face a high demand of healthcare, great financial load, increase of underemployment and unemployment as more than half of parents do not work to care for their child with high medical complexity (25) .
The networks of intra-family support are insufficient to the family and to the technology dependent. It is important to look for help outside the family context.
Differently from what is observed in a study (24) It is also important to mention that religion institutions work as a big social, psychological and spiritual support network for families. We noted that people who follow a religion, independently from frequency, are more resilient when facing adversities.
Thus, the family finds support in religion to look for significance in their experience and to feel supported in suffering moments (19) (20) (21) (22) .
FINAL CONSIDERATIONS
The present study found that the need to use a technologic device directly affects the family, by the decision process to conduct the gastrostomy surgery, or by the routine change.
After At last, it is important to remember that there are a reduced number of national scientific studies in nursing addressing children and, especially, adolescents with gastrostomy. In this perspective, it is needed to increase visibility to this population that lacks attention and support, by the amplification and deepening of studies from this nature, that can constitute in subsidizes to think about the healthcare process for children and adolescents submitted to gastrostomy and their families.
